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AN ACT in relation to aging.

Be it enacted by the People of the State of |Illinois,

esented in the CGeneral Assenbly:

Section 1. Short title. This Act may be cited as the

|y Caregiver Act.

Section 5. Legislative findings. The General Assenbly
gni zes the foll ow ng:

(1) Famly caregi vers, servi ng W t hout
conpensation, have been the mainstay of the long-term
care system in this country. Care provided by these
informal <caregivers is the nost crucial factor in
avoi di ng or postponing institutionalization of the
State's residents.

(2) Among non-institutionalized persons needi ng
assistance wth personal care needs, two-thirds depend
solely on famly and friends for assistance. Another 25%
suppl enent famly care with services from paid providers.

Only alittle nore than 5% rely exclusively on paid

servi ces.

(3) Famly caregivers are frequently under
substantial physical, psychol ogi cal , and fi nanci al
stress. Unrelieved by support services available to the

caregiver, this stress my |ead to pr emat ur e or
unnecessary institutionalization of the care recipient or
deterioration in t he health condition and famly
ci rcunst ances of the caregiver.

(4) Two out of 3 famly caregivers, due to being
enpl oyed outside the honme, experience additional stress.
Two-thirds of working caregivers report conflicts between
work and caregiving, requiring them to rearrange their

wor k schedul es, work fewer than normal hours, or take an
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unpai d | eave of absence. For this popul ation, caregiver
support services have the added benefit of allow ng
famly caregivers to remain active nenbers of our State's

wor kf or ce

Section 10. Legislative intent. It is the intent of the
CGener al Assenbl y to establish a nulti-faceted famly
caregi ver support programto assist unpaid famly caregivers,

who are informal providers of in-hone and community care to

frail individuals or children.
Servi ces provided wunder this program shall do the
fol | ow ng:

(1) Provide information, relief, and support to
famly and other unpaid caregivers of frail individuals.

(2) Encourage famly mnmenbers to provide care for
their famly nmenbers who are frail individuals.

(3) Provide tenporary substitute support services
or living arrangenents to allow a period of relief or
rest for caregivers.

(4) Be provided in the least restrictive setting
avai l abl e consistent with the individually assessed needs
of the frail individual.

(5 Include services appropriate to the needs of
famly menbers caring for the frail individual, including
a frail individual with denentia.

(6) Provide famly caregivers wth services that
enable themto make infornmed decisions about current and
future care plans, solve day-to-day caregiving problens,
learn essential <care giving skills, and | ocate services

that nmay strengthen their capacity to provide care.

Section 15. Definitions. In this Act:
"Child" or "children" means an individual or individuals

18 years of age or under.
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"Departnment” nmeans the Departmnment on Aging.

"Eligible participant™ neans a famly caregiver or a
grandparent or older individual who is a relative caregiver.

"Fam |y caregiver" neans an adult famly nenber, or
another individual, who is an informal provider of in-hone
and community care to a frail individual

"Fam |y caregiver support services" includes, but is not
l[imted to, the foll ow ng:

(1) Information to caregivers about available
servi ces.

(2) Assistance to caregivers in gaining access to
t he services.

(3) Individual counseling, organization of support
groups, and caregiver training for caregivers to assist
the caregivers in nmaking decisions and sol ving probl ens
relating to their caregiving roles.

(4) Respite care provided to a frail individua
that wll enable caregivers to be tenporarily relieved
fromtheir caregiving responsibilities.

(5) Supplenmental services, on alimted basis, to
conpl enment the care provided by the caregivers.

(6) Oher services as identified by the Departnent
and defined by rule.

"Frail individual" neans an older individual who is
determ ned to be functionally inpaired because the individual
(i) is unable to performfromat |least 2 activities of daily
[iving without substantial human assistance, including verbal
rem ndi ng, physical cueing, or supervision or (ii) due to a
cognitive or other nental inpairnment, requires substanti al
supervi si on because the individual behaves in a nanner that
poses a serious health or safety hazard to the individual or
t o anot her individual.

"Grandparent or older individual who is a relative

caregiver" means a grandparent or step-grandparent of a
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child, or arelative of a child by blood or marriage, who is
60 years of age or ol der and who:

(1) lives with the child;

(2) is the caregiver for the <child because the
child's biological or adoptive parents are unable or
unw Il ling to serve as the primary caregiver for the
child; and

(3) has a legal relationship to the child, such as
| egal custody or guardianship, or is raising the child
informally.

"Informal provider" means an individual who 1is not
conpensated for the care he or she provides.

"A der individual" neans an individual who is 60 years of
age or ol der.

"Respite care" neans substitute supports or living
arrangenments provided on an intermttent, occasional Dbasis.
The term includes, but is not Ilimted to, in-home respite
care, adult day care, child care, and institutional care. The
termal so includes respite care as defined in Section 2 of
the Respite Program Act to the extent that such services are
al l owabl e and participants are eligible wunder the National

Fam |y Caregi ver Support Program

Section 16. Famly caregiver denonstration grant. The
Department shall seek federal funding for the establishnent
and assessnment of a Famly Caregiver Training and Support
Denonstration Project using residential facilities |icensed
under t he Nursing Hone Care Act. The Departnent is

aut horized to fund 2 sites, one in a rural community and one

in a nore urban area. The Departnent shall adopt rules
governing participation and oversight of the program The
Depar t ment shal | seek t echni cal assistance from the

Department of Public Aid. The Departnment shall advise the

Governor and the General Assenbly regarding the effectiveness
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of the program wthin 6 nonths after the conclusion of the

denonstrati on peri od.

Section 20. Powers and duties of the Departnent. The
Department shall admnister this Act and shall adopt rules
and standards the Departnent deens necessary for t hat
purpose. At a mnimm those rules and standards shal
address the fol |l ow ng:

(1) Standards and nechani sns designed to ensure the
quality of services provided wth assi stance made
avai |l abl e under this Act.

(2) Data collection and record mai nt enance.

The Departnent shall adm nister this Act in coordination
with Section 4.02 and related provisions of the Illinois Act

on the Aging.

Section 25. Provision of services. The Departnent shal
contract wth area agencies on aging and other appropriate
agencies to conduct famly caregiver support services to the
extent of available State and federal funding. Services
provi ded under this Act must be provided according to the

requi renents of federal |aw and rules.

Section 35. Health care practitioners and facilities not
inpaired. Nothing in this Act shall inpair the practice of
any licensed health care practitioner or licensed health care

facility.

Section 40. Entitlement not created; funding; waivers.

(a) Nothing in this Act creates or provi des any
individual with an entitlenment to services or benefits. It is
the General Assenbly's intent that services under this Act
shall be mnade available only to the ext ent of t he

avai lability and level of appropriations made by the CGeneral
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Assenbl y.

(b) The Director may seek and obtain State and federal
funds that may be available to finance services under this
Act, and may al so seek and obtain other non-State resources
for which the State may be eligible.

(c) The Departnent nmay seek appropriate waivers of
federal requirements fromthe U S. Departnent of Health and

Human Ser vi ces.

Section 90. The Respite Program Act is anended by
changing Sections 1.5, 2, 3, 4, 5 6, 8, 11, and 12 as

foll ows:

(320 ILCS 10/1.5) (fromCh. 23, par. 6201.5)

Sec. 1.5. Purpose. It is hereby found and determ ned by
the General Assenbly that respite care provides relief and
support to the primary care-giver of a frail of--abused or
functionally disabl ed or-cognitively-inpaired-older adult and

provides by--providing a break for the caregiver fromthe

continuous responsibilities of care-giving. Wthout this
support, the primary care-giver's ability to continue in his
or her role would be jeopardized; thereby increasing the risk
of institutionalization of t he frail of - - - abused or
funetionalty disabled or-cognitively-inpatred-older adult.
care serviees--eurrently--avatlable t hr ough intermttent
pl anned or energency relief to the care-giver during the
regul ar week-day, evening, and weekend hours, both the
speci al physical and psychological needs of the primry
care-giver and the frail or-abused or funetionaltly disabl ed;
or-cognttively-t npatred-otder adult, who is the recipient of
conti nuous care, shall be nmet reducing or preventing the need
for institutionalization.

Furthernore, the primary care-giver providing continuous
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care is frequently wunder substantial financial stress.
Respite care and other supportive services sustain and
preserve the primary care-giver and famly caregiving unit.
It is the intent of the General Assenbly that this anendatery
Act of-1992 ensure that Illinois primary care-givers of frai
or - abused or funettonally disabled eor--cognitively--tnpaired
older adults have access to affordable, appropriate in-hone
respite care services.

(Source: P.A 87-974.)

(320 ILCS 10/2) (from Ch. 23, par. 6202)

Sec. 2. Definitions. As used in this Act:

(1) "Respite care" neans the provision of intermttent
and tenporary substitute care or supervision of frail orf
abused or funetionally disabled or-cognitively-tapatred- ol der
adults on behalf of and in the absence of the primry
care-giver, for the purpose of providing relief fromthe
stress or responsibilities concom t ant W th provi di ng
constant care, so as to enable the care-giver to continue the
provision of care in the hone. Respite care should be
avai lable to sustain the pritrmary care-giver throughout the
period of care-giving, which can vary from several nonths to
a nunber of years. Respite care can be provided in the hone,
in a eonmunity--based day care setting during the day,

overnight, in a substitute residential setting such as a

long-term care facility required to be licensed under the

Nursing Hone Care Act or the Assisted Living and Shared

Housing Act, or for nore extended periods of tinme on a

t enporary basi s.

(1.5) "In-hone respite care" neans care provided by an

appropriately trai ned paid worker providing short-term

intermttent care, supervision, or conpanionship to the frai

or disabled adult in the home while relieving the care-giver,

by permtting a short-term break from the care-giver's
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care-giving role. This support may contribute to the del ay,

reduction, and prevention of institutionalization by enabling

the care-giver to continue in his or her care-giving role.

I n-hone respite care should be flexible and available in a

manner that is responsive to the needs of the care-qgiver.

This may consi st of evening respite care services that are

available from 6:00 p.m to 8:00 a.m Mdnday through Friday

and weekend respite care services from6:00 p.m Friday to

8: 00 a. m NMbnday.

(2) "Care-giver" shall mean the famly nenber or other
natural person who normally provides the daily care or
supervision of a frail;--abused or disabled elderty adult.
Such care-giver my, but need not, reside in the sane
househol d as the frail or disabled adult.

(3) (Blank). *Previder®-shall-pnean-any-entity-enunerated
b n- - paragraph--(1)--of--this-Seetton-whieh-ts-the-supplter-of
Serviees- provi di ng-resptte:

(4) (Blank). *Spenser--shall-nean-the--provider;--publie
ageney- - of - - CONTUNtL t Y- - gF oup- - appr oved- - by- t he- bt r ect of - whi €h
est abl i shes- a- eontractual -rel att onshi p--w t h- - t he- - Pepar t rent
for--the- purposes- of - provi di ng-serviees-t o- persons-under-this
Aet; - -and--whieh--ts--responsible--for--the--reeruttrent--- of
pr ovt ders; - -t he- - coor di nat t on- - and- - ar r angenent - - of - - provi der
Serviees--tA--a--ranner-whi eh- neet s- el t ent - needs; -t he- general
super vi st on- of - t he- | ocal - progr am - and- t he- subnt sst on- of - - sueh
t nf ofr Mat +t on- of - Fepor t s- as- may- be- requt red- by-t he- br rect or -

(5) (Blank). =bireetor---shall--nean--the--birector--of
Agt ng-

(6) "Departnent"” shall mean the Departnent on Aging.

(7) (Blank).  *Abused”--shall--have--the--sane--nneant hg
asertbed-to-tt--tn--Seetion--103--of--the--ttlinots--Donestie
Vi ol ence- Act - of - 1986-

(8) "Frail or disabled adult" shall nean any person

sufferitng-from Al zhet rer - s- di sease who is 60 55 years of age
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or older and er--any--adult--60-years-of-age-or-older; who

either (i) suffers from Al zheinmer's disease or a related

disorder or (ii) is wunable to attend to his or her daily

needs w thout the assistance or regular supervision of a
care-giver due to nental or physical inpairnent and who is
otherwise eligible for services on the basis of his or her
| evel of inpairment.

(9) "Enmergency respite care" means the immediate
pl acenent of a trained, in-hone respite care worker in the

home during an energency or unplanned event, or during a

tenporary placenent outside the hone, to substitute for the

prirary care-giver. Enmergency respite care may be provided
tn-the- hore on one or nore occasions unless an extension s
deened necessary by the case coordination unit. Wen there
is an urgent need for energency respite care, procedures to
accommodat e this need nust be determ ned. An energency is:
(a) An unpl anned event that results in the
i mredi ate and unavoi dable absence of t he pFiary
care-giver from the hone in an excess of 4 hours at a
time when no other qualified care-giver is avail able.
(b) An wunplanned situation that prevents t he
prirmary care-giver fromproviding the care required by a
frail or abused-or-funetitonally disabled or--cognitively
tppatfed adult living at hone.
(c) An unplanned event that threatens the health
(d) An unplanned event that threatens the health
and safety of the prirmary care-giver thereby placing the
frail or abused-or-funetitonally disabled or--cognitively
t rpat red- ot der adult in danger.
(10) (Blank). *Prirary--care-gtver---neans--the-spouse;
Felattve;-or-friend;-18-years- of - age- or - ol der ; - - who- - pr ovi des
the--datly--tn-hone-care-and- supervision-of-a-fratl-or-abused

or-funett onal l y- di sabl ed- or-cogni ti vel y-t npai red- ol der - adul t -
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A- pri rary- ear e- gt ver - ray; - but - does- not - need-t o; -rest de-+ n-t he
sane- - househol d--as--the--fratl--or--abused--or--funetionally
di sabl ed- or-cogni tivel y-i ppaired-adul t--A-primary--care- gt ver
Feguires--tntermttent--reltef--from-his--of--her-ecaregtving
dutt es-to-contt nue-to-funetion-as-the-primary-care- giver-

(Source: P.A 91-357, eff. 7-29-99; 92-16, eff. 6-28-01.)

(320 I'LCS 10/3) (from Ch. 23, par. 6203)
Sec. 3. Respite Program The Director IS her eby

authorized to admnister a program of establish-respite

pr o} ects-for-the- purposes- of - provi di ng- care-and assistance to
persons in need and to deter the institutionalization of
frail or disabled eor--funetionally-disabled-or-cognitively
t rpat red adul ts.

(Source: P.A 87-974.)

(320 ILCS 10/4) (from Ch. 23, par. 6204)
Sec. 4. No Limt to Care. Nothing contained in this Act
shall be construed so as to limt, nodify or otherw se affect

the provisions; for leng-termin-hone services being provided

(Source: P.A 87-974.)

(320 I'LCS 10/5) (from Ch. 23, par. 6205)

Sec. 5. Eigibility. The Departnment may establish
eligibility standards for respite services taking into
consi deration the unique economc and social needs of the
popul ation for whomthey are to be provided. The popul ation
identified for the purposes of this Act includes persons

suffering from Al zheinmer's disease or _a related di sorder and

60- and-eolder with an identified service need. Priority shal
be given in all <cases to frail;--abused or funetitonally

di sabl ed or-cognitively-inpatred adults.
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(Source: P.A 87-974.)

(320 I'LCS 10/6) (from Ch. 23, par. 6206)

Sec. 6. Responsibilities. The- -fol | ot ng- - Fequi renent s

shal | - - appt y--for--any- proj ect s- aut hort zed- under - Seet + on- 3- of

thi s- Act -
(a) The Departnent bireetor shall admnister this Act
and shall adopt rules and standards the Departnent deens

necessary for that purpose establish--target--areas--needing

Fespite-care-serviees.

(b) The Departnent bBireetor shall nake grants to or

contract with Area Agencies on Aging and other appropriate

communi ty-based organizations to provide respite care under

this Act publtetze-the--extstence--of;--and--pnake--avatl abl e;
applttecatton-forns-for-sponseors-seeki ng-to-establish-a-respite
pF 0gF am
(c) (Blank). The--application--torns--shall-require-the
fol |l ot ng-t nf or mat t on- and- any- ot her -t nf or mat t on-t he- - b r ect of
deens- necessary-
(1)--tdenttty-and-qgualtficattons-of-a-sponseor-
(2)--tdentity-and-qualifiecattons-of-a-provider-and-a
pt an-f or - t he- coor di nat t on- of - servi ees:
{3)--An--assessnaent - - of - -t he- eonnuni t y- need; - support
and- partt et patton-for-respite-serviees:---The--assessnent
shal | -+ nel ude- doecunent at t on-
(4)--Plans--for--the-coordi natton- and- ar r angenent - of
provi der - servi ees- i n- a- manner - t hat - neet s- el i ent - needs:-
(5)--A-fisecal-plan;--tneluding--speeifte--provisions
for-the-uttlizati on-of - exi sting-ret nbursenent - and- f undi ng
sour ees- and- t he- devel oprent - of - | ocal - £t nanet al - suppeort -
(6)--Plans---for--publictzing--the--purpose--of--the
pr o} ect - and- t he- servi ees-t o- be- provi ded:-
(7)--Certiftecatton-of-ttecensure-or-certifieation--of

any- - t ndi vi dual ; - - ageney--or--fant t y- - provi di ng- a- serviee
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subject-to-liecensure;-or-certtftecatton-under-State-}aw

(d) (Blank). The-birector-shall-review and- eval uat e- each
apptteatt on- and- - present - - each- - applieatt on--for--review - and
eval uatt on- - by-t he- Counct | - on- Agi ng- est abl t shed- under - Seett on
7-0f-the-tl}linots-Act-on-the--Aging:----The--Counetl--and--the
Pepar t rent - shal | - appr ove- a- nunber - of - appt t eat t ons- and; -w t hi n
t he- - anbunt s- - appr opr + at ed; - avar d- gr ant s- f or - t he- oper at i on- of
Fesptte- prograns:

(e) (Blank). The-apptteation-approved-by--the--birector
and- - t he- - Counet } - - on- - Agt ng-shal } - be-t he-serviee-plan-of -t he
provi der:--The-birect or-shal | - ensure-t hat - each--serviee--plan
t s- - coor di nat ed- - wt t h- t he- dest gnat ed- ar ea- ageney- pr ovi ded- f or
b n- Seett ons- 3: 07-and- 3: 08-of -t he- 1|} not s- Act - on- - t he- - Agt ng;
the--tocal--publie--health-autherity;-and-any- ot her- publie- or
private-serviece-provider-to-ensure-that-every-effort-wll--be
rade---to---uttltze--extsting--fundi ng- - soureces- - and- - serviee

pr ovt der s- and- t - avet d- unnecessary- dupl i eat t on- of - servi ees:

(f) Nothing in this Act shall be construed to limt,

nmodify, or otherwise affect the provision of long-term

i n-home services under Section 4.02 of the Illinois Act on

the Aging.
(Source: P.A 87-974.)

(320 ILCS 10/8) (from Ch. 23, par. 6208)

Sec. 8. Funding. Services Respite--projeets authorized
under this Act shall be funded only to the extent of
avai |l abl e appropriations for such purposes. The D rector nay
shalt seek and obtain State and federal funds that may be

available to finance respite care ¢grants--awarded under

Seetton--6--of this Act, and may shall also seek and obtain
other non-state resources for which the State nmay be
eligible. |pnplenentatton-of-projects-under-this-Aect-shall-be
cont t ngent - - -upon---the--avattabttity--of--federal --ftnanet al

parttetpation:--To-the-extent-necessary-*for-inplenentatton-of
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this-Aet; The Departnment nmay shall seek appropriate waivers
of federal requirements fromthe U S. Departnent of Health
and Human Servi ces.

(Source: P.A 87-974.)

(320 I'LCS 10/11) (from Ch. 23, par. 6211)

Sec. 11. Respite Care Wrker Training.

(a) Arespite care worker shall be an appropriately
trained individual whose duty it is to provide in-hone
supervision and assistance to a frail of - - - abused or
funetionalty disabled or-cognitively-inpaired-older adult in
order to allow the prirary care-giver a break fromhis or her
continuous care-giving responsibilities.

(b) The Director may prescri be m ni mum  training
gui delines standards for respite care workers to ensure that
t he special needs of persons receiving services under this
Act and their prirary caregivers will be met. The Director
may designate Al zheinmer's di sease associations and comunity
agencies to conduct such training. Nothing in this Act
shoul d be construed to exenpt any individual providing a
service subject to licensure or certification under State | aw

fromthese requirenents.

(Source: P.A 87-974.)

(320 I'LCS 10/12) (from Ch. 23, par. 6212)
Sec. 12. Annual Report. The Director shall submt a
report each year to the Governor and the General Assenbly

detailing the progress of the respite care services provided

pr ogr ans- est abl t shed wunder this Act. The--report--shatt
t net ude:
(a)--a-ftnanct al - report-for-each- progrant
(b)--a--qualitattve-and-qguantitative-profile-of-sponsers;
provi ders; - care-givers- and-rect ptents--partieipattng--tn--the

pF 0gF ant
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(Source: P.A 87-974.)

(320 ILCS 10/ 7 rep.)
(320 ILCS 10/9 rep.)
(320 I'LCS 10/10 rep.)
Section 91. The Respite Program Act is anended by

repealing Sections 7, 9, and 10.

Section 99. Effective date. This Act takes effect wupon

becom ng | aw.
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